Background: Care coordinators are increasingly featured in patient-centered medical home (PCMH) projects, yet little research examines how coordinators themselves define and experience their role. This is the first study describing experiences of care coordinators across the US from their own perspectives.
care management, and care or patient navigation). 15 The Agency for Healthcare Research and Quality defines care coordination as "the deliberate organization of patient care activities between 2 or more participants (including the patient) involved in a patient's care to facilitate the appropriate delivery of health care services. Organizing care involves the marshalling of personnel and other resources needed to carry out all required patient care activities, and is often managed by the exchange of information among participants responsible for different aspects of care." 15 While studies have generally found positive effects of care coordination interventions, most focused on patients with a single disease and the use of care managers who are external to community practices. 2 Recent evidence calls into question the effectiveness of care coordination and chronic disease management programs that lack connections to patients' primary care physicians. 16, 17 In response, care coordinators are increasingly being implemented in primary care practices and featured in PCMH projects and accountable care organizations. [21] [22] [23] However, research examining how care coordinators are integrated in primary care settings and how they understand and experience their role is limited. [21] [22] [23] [24] While previous articles describe activities of care coordinators, they do not include care coordinators' viewpoints 21, 22 nor more than 1 coordinator's account 23, 24 to aid in replicating and sustaining this role in primary care. The purpose of our research was to understand care coordinators' perceptions about their roles in primary care practices and their experiences with barriers and facilitators to their work. Because the role of care coordinator in primary care is developing and relatively unstudied, we included in our research participants who self-identified as performing care coordination in primary care, regardless of their title.
Methods

Setting
This study used a private, asynchronous online discussion forum to gather data on care coordinators' perceptions and experiences. 25 This forum allowed coordinators from diverse primary care settings across the United States to participate over several months without time restrictions, generating rich, detailed qualitative data. 26, 27 Sample Using the list of PCMH demonstration projects on the Patient-centered Primary Care Collaborative website (www.pcpcc.org), we identified practices with care coordinators and E-mailed a flyer to their medical directors to invite coordinators to participate. Using a snowball sampling approach, we also asked practices to circulate our study announcement to other programs using care coordinators. Given that the care coordinator role is still developing and prior research lacks consensus about how it is defined, we purposely chose to be broad and inclusive in our selection of participants. Our solicitation E-mail stated that participants must be "working as a care coordinator" in a primary care office. Since many terms are used interchangeably with care coordinator (eg, care manager, case manager, patient navigator), 28 people with these other titles who identified themselves as "coordinating care" in primary care offices also were eligible. Because our recruitment strategy relied on medical directors to invite potential participants, participants also had to be known within their practices as fulfilling the care coordinator role. Interested respondents completed a demographic survey, and we purposely selected participants from practices representing diverse practice sizes; settings (urban, suburban, rural); and types (academic, affiliated with a hospital or an integrated health system, community health center). Of 33 care coordinators who expressed interest, we enrolled 25 because the mean sample size of other online focus groups has been 12 to 14, with up to a 50% dropout rate. 29 Participants provided informed consent before the forum started. The institutional review board at Rutgers Robert Wood Johnson Medical School approved this study.
Data Collection and Management
Our research team (3 sociologists and 1 family medicine physician) asked questions and stimulated interaction among coordinator participants. Participants answered questions, commented on other participants' responses, and posed questions of their own, generating further group discussion. The forum was therefore an online social learning collaborative as well as a site for data collection for research. 30 To encourage participation, we used E-mail reminders, monthly $100 gift card drawings, and incentive points corresponding to frequency and type of postings. The 3 participants with the most incentive points received gift cards worth $100, $75, and $50 at the conclusion of the forum.
Our preliminary semistructured interview guide was based on the organizational design framework. 28 As suggested by the Agency for Healthcare Research and Quality's technical review of care coordination, 28 the organizational design framework is a useful conceptual model to guide the development, implementation, and evaluation of care coordination interventions. In this model the care coordinator is the "good fit" that matches the demands of the setting and patients (coordination needs) with the coordinating mechanisms that facilitate information flow and information processing for coordinating activities. Some of the questions we posted asked respondents to describe a typical workday, how their position was created, how they identify patients in need of and providers involved in care coordination, how their position is integrated into the practice(s), the process of communicating and exchanging information, as well some of their success stories (see the Appendix). Typically, we posted 1 question each week. With the exception of the initial "grand tour" question 31 ("Describe a typical workday"), we did not require respondents to answer every question, but allowed them to answer as they wished. The forum continued until all topics of interest had been posted and data reached saturation (5 months).
Analysis
We monitored the online discussion daily, and after the conclusion of each thread of conversation, we imported text into ATLAS.ti (Atlas.ti Scientific Software Development GmbH, Berlin, Germany) for formal analysis. Our research team met weekly to analyze data using a grounded theory approach, 32, 33 tagging text to identify emerging themes and generating follow-up questions for posting. We posted preliminary findings in a researchers' analysis blog where coordinators could build on or clarify ideas. As a result, coordinators were not just research subjects, but participants engaged in shaping the findings. 34 In addition, we met monthly with consultants (experts in qualitative methods, communication, and information technology) to discuss emergent findings. We then used a series of immersion-crystallization cycles to identify themes among the data and to compare and contrast these themes within cases. 35 The quotations included in this article illustrate our key findings.
Results
Care coordinator participants were female, mostly white, between 41 and 60 years old, and working in their respective practices for Ͻ5 years. Most participants had either an associate's or bachelor's degree. Coordinators were roughly evenly distributed across practice types, settings, and sizes ( Table 1) .
A total of 25 participants answered the first question, and 17 continued to log in through the fifth and final month, with 13 continuing to post. We found few differences between respondents who dropped out of the study and those who continued posting until the end. These 2 groups were comparable in age, race, mean hours worked per week, practice type, and number of clinicians per practice. There were some differences in the racial makeup of the patient populations within practices served (participants who stayed through the end of the forum: 80% white; those who left: 61% white), as well as their education level (those who stayed were more likely to hold an RN or BSN degree).
Care Coordinator Role
Coordinators varied in how their role was defined, funded, and integrated within a practice. About half served all practice patients, working with any patient "identified by any staff member as needing additional assistance" (coordinator 25). Other coordinators focused on a specified disease or clinical target. At least 5 coordinators worked with patients covered by particular insurers or those identified by an insurance-based "chronic care risk score" (coordinator 17). Panel sizes ranged from 200 to 500. Some coordinators were fully integrated in a practice, huddling with physicians and meeting with patients, whereas others worked across multiple practices, sometimes geographically separated from practice members and patients. Funding for the coordinators' positions also varied; some were salaried by the practice, whereas others were supported by grants or pilot projects.
The most commonly mentioned job functions among our respondents were identifying patients in need of care coordination; outreach to patients by phone or mail; conducting face-to-face patient encounters; providing social support for patients; collecting, managing, and exchanging patient data; supporting physicians; and backing up clinical and administrative staff. These 7 categories of job activities seemed to represent a common core of the care coordinator role among our respondents. (See Table 2 for more details.)
Barriers and Facilitators
The barriers and facilitators to care coordination that emerged from the interviews could be categorized into 3 levels: organizational/system, interpersonal, and individual. In addition, within these levels, we frequently found that the same factors emerged as both barriers and facilitators, including the functionality of clinical information technology systems and the availability of community resources at the organization/system level; interactions with clinicians, patients, and other health care facilities at the interpersonal level; and self-care practices for mental health and wellness at the individual level. We describe these below and include additional supporting quotations for each theme in Table 3 .
Organizational/System Level Workload and Scope of Work. Several coordina-
tors managed Ն300 patients, and many found their caseload challenging, especially when dealing with time-consuming patients, such as those struggling with mental illness, end-of-life planning, social support, health care coverage, homelessness, and behavioral health aspects of chronic illness. Coordinator 5 emphasized this problem: "There are more patients than you have time to outreach [sic] and follow up with to build bonds. . . . Reaching out to every patient every time sounds great but is not realistic if we look at the patient/care coordinator ratio; it is too diluted and a set up for failure." In addition, colocated coordinators reported being asked to do other tasks (eg, rooming patients, answering phones, processing referrals), further adding to their workload. As coordinator 11 expressed, "I get frustrated when I cannot dedicate more time to the job I was hired for." Facilitator: Strong relationships with staff at outside organizations "I think we are very fortunate to have great relationships with the hospital staff. We work closely with the care coordinators and the social workers/discharge planners as well. . . . We collaborate with the tertiary care site an hour away for a great deal of the specialty care we can't provide here. They are terrific at sharing! We are working on build ͓sic͔ stronger community alliances to support our patients with behavioral health needs as well. Our goal is to truly have a community based practice!" (Coordinator 7)
Continued
Adding to their work burden, coordinators described having 2 competing aspects of their role: data management and case management. Many coordinators were responsible for tracking and entering quality metrics into electronic medical records in addition to helping patients manage their chronic illnesses. Coordinator 3 was optimistic: "I expect the role will transition or there will be 2 separate roles-population management and clinic based case management." Many felt pressure from leadership to provide to administrators or funders of pilot projects data demonstrating the value of their work. For example, coordinator 18 told us that she "constantly" hears from her "managers and project leader that the 'higher ups' in our hospital system want to see the numbers that prove what we are doing is making a difference." Many coordinators expressed frustration with how poorly these numeric data reflect their merit, explaining how difficult it is "when decision-makers do not have the ability to hear patient voices directly and resources (funding) is [sic] based solely on numbers" (coordinator 19).
Functionality of Clinical Information Technology.
The data management aspect of care coordination is made more challenging by information technology systems that lack necessary functionality. For example, care coordinators reported working with electronic health records (EHRs) that are incapable of running reports on specific patient populations-an essential feature for managing patients with chronic conditions. Coordinators reported devising workarounds, such as running "multiple reports, then combin[ing] them to get the patients I need to track" (coordinator 11). In addition, coordinators responsible for a subset of the patient panel reported lacking efficient ways to identify their patients in the practice schedule. One participant wished for "a daily report that tells me which Facilitator: Self-care practices "There are two things that have been very helpful for me in managing the stresses of so many patients, so little time. They are both things I do for me on the assumption that if I am healthy and serene, I can be more available for those who are not. I take a yoga class right here on the campus once a week. It has been a powerful avenue to increased strength, balance and inner calm. The second is a simple daily practice of staying positive. I start every morning with gratitude for three specific things from the previous day, one thing I am proud of and one thing I am looking forward to . . . it has really reframed the conversation of the day to one that is positive and upbeat." (Coordinator 7)
of my patients were coming in that day instead of having to open 100ϩ charts daily to look for them" (coordinator 23). Lack of interoperability with specialists and hospital information technology systems was also a barrier, but some devised solutions through building relationships with staff members at other facilities and relying on other forms of communication, such as facsimile. Others described important efficiencies created by EHR software capable of sharing patient information with outside organizations: "We now have Epic and have recently been able to electronically request outside records, if they are on Epic too, and can instantly get those in the patient electronic chart. It is amazing and makes me almost giddy, especially collecting some of that outside lab information" (coordinator 20).
Availability of Community Resources.
Finding community resources for patients was an ongoing challenge for many care coordinators. Necessities included transportation to appointments, affordable medications and supplies, diabetes management and smoking cessation programs, low-cost dental care, and behavioral health, mental health, and psychiatric medication support. Some emphasized the limited availability of resources in their communities as a serious problem: "It is difficult to get patients 'plugged in' to resources when there is not much to offer" (coordinator 19). Others feared they might not be aware of all available resources. Consequently, a common item on care coordinators' wish lists was a local "resource directory." Several coordinators reported trying to create such a directory, but "keeping the data current" was a major obstacle. Care coordinators working in offices with on-site mental health and other resources for patients characterized this as a major facilitator, as these resources could be integrated into a visit. Others were fortunate to have community agencies disseminate information and guides about community services. For care coordinators without on-site resources, having systems in place to gather information about social agencies was very helpful.
Interpersonal Level
Interactions with Clinicians and Other Health Care Facilities. Care coordinators emphasized that good working relationships with clinicians facilitated their work. For example, colocated coordinators reported the value of participating in team huddles and staff meetings for facilitating information sharing and their integration into the practice, whereas coordinators located offsite reported that reduced face-to-face contact constrained their ability to develop relationships and communicate effectively. Coordinator 18 explained, "When patients have requests or concerns, I frequently cannot ask their provider in person. I have to send them a message through the EHR. It slows things down and creates lots of opportunities for miscommunication."
Regardless of location, coordinators consistently stressed the importance of "winning over" the physicians in their offices. Many felt that clinicians often initially viewed them as "trying to get between me and my patients" or as adding to their workload: "It is so hard to get them (physicians) to understand that our goal is to be a team member, to support them and advocate for their patients and help their patients be healthier. MDs are often the biggest barrier in the coordination process" (coordinator 3). Coordinator 18 commented: "My former career, before nursing, was in marketing. I am surprised by how much I use those communication (almost 'sales') skills to promote myself as a resource." Some expressed discomfort with "selling" themselves to clinicians.
Relationships with clinic team members are critically important for care coordinators, but also important are the relationships that they develop with people outside of the practice who may be caring for their patients. Coordinators described "meet-[ing] a ton of resistance" when trying to acquire information on mutual patients from other health care facilities (ie, hospitals, nursing facilities, specialists' offices). By contrast, those coordinators with good working relationships with external health care facilities found them invaluable. Notable were descriptions of personnel in local hospitals who reliably provided timely hospital and emergency department discharge information.
Interactions with Patients. Coordinators re-
ported that interactions with patients could be a barrier to care coordination because of patients' lack of trust, insufficient understanding of the care coordinator's role, and inability to take responsibility for self-management of chronic conditions. Coordinator 18 described how some patients who agree to work with her continue to call multiple people in the clinic instead of her, and they con-tinue to go to the emergency department for needs that would best be treated in the clinic. Consequently, these patients "technically have a nurse care manager but they continue to have fragmented care."
To help engage patients, several coordinators reported using strategies like motivational interviewing (MI). 36 Coordinator 24 explained that this technique has been so effective that she has begun teaching it to the clinicians. Similarly, in coordinator 19's practice, the whole care team meets monthly for an "MI club" to practice role-playing with "difficult patient" scenarios. In addition to MI, other strategies care coordinators used to engage patients included being patient but persistent, keeping promises, listening carefully, using humor, sharing personal anecdotes, and earning trust with small gestures so larger problems could be tackled later.
Individual Level
A few coordinators experienced difficulty managing the stresses of the position, particularly the emotional labor of getting both patients and other providers to "buy in" and the demanding workload. Some coordinators also struggled with maintaining appropriate emotional boundaries with patients. Many participants emphasized the importance of attending to self-care-both mental and physical-to optimize their ability to work with patients. Self-care practices varied, including yoga, mindfulness/meditation, seminars, books, workshops, and personal rituals that promote positivity and gratitude. In addition, having a forum for social networking and support can alleviate stress. "One of the most beneficial aspects of this experience [participating in the discussion forum]," coordinator 19 explained, "has been the ability to hear other stories and perspectives, the good and the more challenging. It has helped me to know that many of my daily struggles are experienced by several of us and that I am not 'alone.' That sense of community has been invaluable."
Discussion
Study Contribution
This is the first study describing experiences of care coordinators across the United States from their own perspectives. The prospective online discussion forum enabled us to hear from care coordinators directly and involve them in the analysis. In addition, our findings overlap meaningfully with more general research (not specifically from the care coordinator's perspective) on barriers and facilitators to the initial implementation of this new role, 8, 37, 38 particularly the barriers of inadequate technological support, financing problems, insufficient staffing, practice buyin, and the challenge of measuring success in care coordination.
A prominent cross-cutting theme from our data is the importance of developing relationships for effective care coordination, an idea also stressed in prior research on care management and practice improvement. 39, 40 Most of the barriers and facilitators identified relate directly to relationship building. For example, the barriers of insufficient technology or physician and patient resistance limit care coordinators' ability to cultivate the necessary relationships for effective communication. Similarly, the facilitators described enhanced communication with both patients and clinicians, for example, having on-site mental health services, EHRs that interface well with outside organizations, or training in MI.
Limitations
While our findings are based solely on care coordinators' perceptions, the richness of our real-time forum data provides in-depth insight into what care coordinators experience on a day-to-day basis. A limitation of using an online discussion forum, rather than traditional focus groups or interviews, was the requirement that participants feel comfortable using the Internet and navigating our website, which may have introduced a sampling bias. We believe this bias is small, since a growing number of people regularly use computers or smartphones for online social networking. 41 Another limitation of our research design is that it did not allow us to systematically count or track themes. With the exception of the initial "grand tour" question, we did not require every participant to answer every question; we posted questions and allowed respondents to respond as they wished. Finally, individuals who had strong opinions about their role may have been more likely to volunteer for this study and post lengthier responses.
Implications for Practice
Based on these findings, we identified 4 key areas to address with practice and system changes. First, strategies are needed to effectively integrate care coordinators into patients' health care teams and to minimize providers' resistance. Potential strategies include embedding care coordinators within a practice to help with relationship building 24 and scheduling team meetings where care coordination success stories and improved clinical outcomes are shared. 42 Second, to maximize their effectiveness, care coordinators need enhanced resources and improved infrastructure to better coordinate and manage complex cases, for example, accessible mental health and social work services, or a readily available directory of resources for patients. More research is needed on the best ways for care coordinators to learn about and develop linkages to community resources. Programs such as HealtheRx, where students walk each block in South Chicago to map and catalog all community organizations, 43 is one potential strategy.
Third, it is necessary to better define the optimal job activities and caseload for care coordinators in primary care. Based on our findings, having the same person doing both data management and casework is unmanageable. Reassigning tasks that can be accomplished by lesser-trained staff would help to decrease coordinators' caseloads so they can work at the top of their license. 44 Our research also suggests that it would be beneficial to establish additional ways to evaluate and pay for care coordinators' work. Many respondents expressed frustration that current evaluation methods, typically using quantitative data, cannot capture the actual contributions of their work with patients.
Finally, given the challenges of their role, particularly their work with resistant and complex patients, it is necessary to find ways to provide more mental health and wellness support for care coordinators themselves. Educating coordinators to set boundaries with patients and allotting time for selfcare may help them avoid burnout. 45 In addition, creating a formal network and support system for social interaction and collaborative learning-for example, via an online discussion forum or other social networking venue-can serve as a valuable resource.
Future Research
As the new role of care coordinator is increasingly implemented in primary care practices nationwide, more research is needed to comprehensively study care coordinators' perspectives alongside the viewpoints of clinicians, other staff, and patients so that their activities and caseloads can be optimized. For example, future studies might elucidate the ideal activities and patient population to target for care coordinators to help achieve the triple aim of health care reform efforts (improving patient experience of care, improving population health, reducing the cost of care). 15, 46 These multiple viewpoints would also help to clarify the optimal training and background needed, especially in the use of information technology, communication techniques, and patient engagement strategies. In addition, these multiple perspectives would be beneficial for strategizing the best way to implement and integrate the care coordinator role into the patient care team and office workflow, such as when in-person interaction with patients and health care providers might be preferred over more efficient computer-or telephone-based interactions. Finally, future studies including a larger and more diverse sample of care coordinators are needed to better understand facilitators and barriers in developing relationships with health care providers, maintaining boundaries with patients, and in dealing with potential burnout.
Conclusion
Our research indicates that the following factors can either impede or facilitate the work of care coordination: functionality of clinical information technology, particularly interoperability with outside organizations; access to resources for patients; degree of integration within a practice; interactions with clinicians, patients, and other health care facilities; and self-care practices. All of these areas were identified in our research as both barriers and facilitators to effectively coordinating care, suggesting that these are likely productive areas to target education and practice change efforts. While all the barriers and facilitators were important to performing their role, relationship building stood out as key to effective care coordination, whether with clinicians, patients, or outside organizations.
